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Rob Merriel 22 June 2010

has climbed the biomedical informatics 

“Stairway to Heaven”
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Biomedical Informatics Stairway to Heaven

1. Interested but “not ready”

2. Identify Databases and Clinical 
Champions

3. Develop data items, forms and 
document specifics

4. Database development

5. Frontend application  - selection 
/ development

6. Data entry / cleaning

7. Extract Transform Load to 
Local Research Repository

8. Virtual Private Network & 
Federated Data Integrator

9. Unique Subject Identification 
generation

10. Testing data linkage processes

11. Users have full access

12. Users are trained

13. Database annotation for 
business glossary

14. Develop standard reporting



5

Stairway to Heaven Climbed for:

 Colorectal 

 Breast

 Lung

 Brain

 Sarcoma

 Head & Neck

 Rare Cancers
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Agenda

• Aggregation

• Information

• Portals

• Resources
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Aggregation - Model

Hospital A

Biospecimen

Oncology

Surgery

Pathology

Hospital B

Problem

Solution

Biospecimen

Surgery

Pathology

Oncology
 inconsistent access control

 inconsistent ethics approval

 uncontrolled sensitive data

 limited use of data

 difficult to merge data

 single access control

 single ethics approval

 de-identified data

 multiple sources of data

 uniformly formatted data

Research F

Hospital A

Hospital B

Hospital C

Hospital D

Hospital E

Research G

BioGrid

Government Data
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Aggregation & Privacy

1. BioGrid imports local data into a local server (“Local Research 

Repository” LRR)

2. On each LRR server, data is processed to remove patient 

identity and given Unique Subject Index (USI)

A B C

LRR LRR LRR
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Aggregation & Connecting Data

3.  BioGrid establishes a secure connection from LRR to Central Server

4.  BioGrid monitors and logs all access and use of linked data

Data is De-identified, 

given Unique Subject Index (USI)

NO HEALTH DATA STORED CENTRALLY
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History

Staging

Familial 

Cancer 

Centre 

Clinic

Surgeon

Medical Oncologist

Surgeon

Other speciality group – Disease Based Medicine

Radiation Oncologist

Adjuvant RT

Recurrence

Surgery

Pathology

Advanced RT

Survival

Information
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Colorectal Cancer
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Brain Cancer

Age breakdown of brain tumour patients seen

Total 1380.  316 (23%) are >70 years old. 244 (18%) are <40 years old.
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Sarcoma

Sarcoma Diagnoses by WHO Category
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Lung Cancer
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Themes and 

skins

Themes and 

skins

Navigator 

Component

Menu Component

Menu Component

Menu Component

Presentation 

Template

Search 

Component

YouTube 

html 

embedded

Portal - BioGrid Australia Website
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TITLE OF SLIDE

Body copy here. Lorum ipsum id sub quanto 

cerberus.

Accessibilities by different user groups
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Portal – Access to Data

Researcher request:

Data required,  

Science of project,

Agree to terms & conditions

Custodian Authorisation:

Approve; 

 Data requested for the project

 Assess the science

Management & Scientific Advisory 
Committees

Approve;

 Data requested 

 The project

 The researcher

Report all queries on the system:

 To Management Committee

 To Ethics committees as required.

 To data custodians as required.

Ethics Committee:

Note decision and keeps files for 
inspection

First step by researcher

steps by BioGrid

1

2

3

4

5
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TITLE OF SLIDE

Body copy here. Lorum ipsum id sub quanto cerberus.

SAS Web Report Studio
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TITLE OF SLIDE

Body copy here. Lorum ipsum id sub quanto cerberus.

IBM InfoSphere Business Glossary
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4 Levels of Consent

1.Data to be used in a re-identifiable way

2.Contact for up-date of personal information

3.Contact for pathology or medical record

4.Contact for involvement in research study 

or clinical trial
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In Summary

• Biomedical informatics across all cancer tumour streams  

• + three other disease groups - diabetes, neuroscience, respiratory

• 21 members representing 37 institutions across 4 states and territories

• 180,000+ identity protected patients

Current

Ongoing development

• Climbing the Stairway to Heaven

– Thyroid

– Pituitary

– Melanoma

– Upper GI

– Prostate

– Gynaecology

– Renal


